2 equality empowerment partnerships CARERS provide unpaid care by looking after an ill, frail or disabled family member, friend or partner.
The findings reported here are based on an exploratory study which included interviews and focus groups with carers using telecare and interviews with key stakeholders involved in telecare delivery in Scotland. The report focuses specifically on carers' experiences of telecare and builds on CIRCLE's previous research. It was commissioned to strengthen the existing research on carers and telecare.
The Scottish Government, through its Joint Improvement Team, has made a substantial investment in developing telecare services throughout Scotland in the last few years. While other research has examined the costs and benefits of telecare for the health and social care system, this study identifies the significant benefits telecare has for carers and for their caring situation.
Telecare covers a wide range of equipment from personal pendants to complex environmental controls and is available, usually, in response to an assessment of the needs of the person being cared for. Telecare services have been developed in all 32 local partnerships in Scotland.
Main findings
All carers in the study had telecare installed in their caring situation and all reported very positive experiences of using telecare. Carers taking part all welcomed the introduction of telecare into their caring situation and identified a wide range of positive effects of telecare on their caring role and circumstances. Their confidence in the quality of the telecare service they received was high. Most carers felt telecare had increased their own quality of life and that of the person they cared for. Key benefits included:
I Feeling more relaxed and less stressed I Feeling more confident about the safety and wellbeing of the person they cared for I Having more opportunity to get away from their caring situation and take a break from caring I Feeling better supported in their caring role I Improvements in some aspects of their relationship with the person they cared for I For some carers, the ability to remain in paid employment
Many carers in the study nevertheless had access to a quite limited range of telecare equipment and felt they lacked information about what other equipment might be available.
Professionals involved in developing telecare provision and supplying and fitting telecare equipment identified a number of barriers to the implementation and mainstreaming of telecare in Scotland. These included a perceived lack of awareness among some health professionals about the value and availability of telecare, and the limited numbers of referrals to telecare services which arise from this.
I More needs to be done to raise awareness amongst carers and professionals about the full range of telecare options.
I Information about new services and about the latest available technology needs to be provided regularly to carers.
I Charges for telecare need to be reviewed to make them more equitable and consistent throughout Scotland.
I More investment is still needed to establish telecare as a mainstream component of the health and social care system in Scotland.
It is clear from the wider scientific literature on this topic that technology will be crucial in addressing the practicalities of delivering care and support to Scotland's growing number of older, sick and disabled people, most of whom wish to remain in their own homes.
By harnessing science and technology, avoidable costs can be cut out of the health and social care system, and the incidence of common hazards which threaten personal wellbeing -falls, accidents, and inadequate management of long-term conditions, including dementia -can be reduced.
Using telecare effectively and appropriately can also enhance personal relationships and help in retaining the strong human values -dignity, respect, care, and concern -which need to remain at the heart of Scotland's approach.
The carers' perspectives on telecare highlighted in this report should add urgency to a collective commitment in Scotland to achieving the best possible outcomes for all, as major strategic decisions continue to be taken in the development and delivery of the nation's health and social care system.
values strategic vision accessibility
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Telecare includes a growing range of equipment, often categorised into 'first, second and third generation' telecare.
I First generation telecare is the equipment used in Community Alarm Systems. It has a 'user-activated' element (often a push-button pendant), which alerts a response centre where staff can make arrangements for someone, usually a carer or neighbour, to attend the person's property.
I Second generation telecare refers to more advanced telecare systems which use technology to monitor the home environment, lifestyle and patient vital signs. It introduces sensors and detectors into community alarm packages, typically smoke, gas, water spillage and temperature sensors, and some equipment designed to measure patient health. Sensors continuously record data about movement in the home, the use of electrical appliances, and other activities, making second generation telecare a more sophisticated mechanism for managing risk/improving users' quality of life.
I Third generation telecare is even more technically advanced, and uses broadband, wireless and audio-visual technology. The third generation of equipment offers the potential for virtual consultations between the patient in their own home, and a health worker or doctor elsewhere. The technology can enhance opportunities for people who are unable to leave their homes, and also has features which can help them keep in contact with family and friends via video technology.
Introduction
This While telecare is not a panacea and cannot provide a complete response to these challenges, a growing body of evidence suggests it can offer additional sustainability in the health and social care system 14 . In particular, it has been identified as effective in:
I enabling people to stay in their homes for longer I reducing the need for acute home care
I delaying admissions to residential care
I reducing the number of unplanned hospital admissions I reducing the number of delayed discharges from hospital These issues are especially important as they offer cost containment in the health and social care system as well as better quality of life for clients. As this report demonstrates, increasing the effective use of telecare also has the potential to improve the quality of life and wellbeing of carers, with potential benefits across the full spectrum of health and social care recipients. The focus of this report is on the views, experiences and perspectives of unpaid carers with direct experience of telecare support.
Telecare, carers and the future of health and social care
Previous research on telecare has demonstrated that an integrated telecare service offers significant financial benefits in the health and social care system and for those who require support 15 . Numerous literature reviews, local evaluation studies and assessments of costs and benefits suggest that the value of telecare is not in dispute and far outweighs any negative concerns about its intrusiveness, undermining of privacy or the loss of personal contact (aspects which can in most cases be managed through careful implementation) 16 . Nevertheless, the precise extent to which telecare offers cost and efficiency savings for the overall health and social care system, by shifting expense from hospital and residential care to care solutions at home, remains the focus of continuing investigation.
Most telecare research has focused on service users' and professionals' perspectives, and on system effects and costs. In the new exploratory study reported here, however, the researchers were asked to focus specifically on whether unpaid carers derive any benefits from having telecare available to support them in their caring roles, and to specify in more detail what those benefits might be. This particular focus was chosen as the topic was relatively undeveloped in the literature, and the study was considered to be particularly timely and relevant. This study of the experiences of carers in Scotland has investigated these claims with specific reference to the Scottish Government's commitment to promoting carers' rights and to extending the choices available to them, made explicit in recent policy developments and legislation 19 .
The report is organised as follows. Section two of the report describes the aims of the study and the methods used. Section three outlines current telecare developments in Scotland and considers a range of issues involved in implementing telecare. Section four represents the main body of the report and focuses on the experiences of carers who are using telecare, examining the effects of telecare as carers perceive them on their own health, wellbeing and everyday lives and on their relationship with the person they care for. It also notes their views about the impact of telecare on those they care for. In the final section of the report, we present our conclusions, based on the study findings, and make recommendations about policy implementation and development.
impact potential understanding 2.
The study
The aims of the study
The study was designed to illuminate carers' experiences of and understandings about telecare, to highlight good practice within local partnership areas, and to explore the impact that telecare can have for a range of carers in Scotland. As already indicated, much of the current evidence about telecare relates to service users and to costs and benefits for the health and social care system. In focusing specifically on the benefits of telecare for carers, the study was informed and guided by CIRCLE's understanding of carers' circumstances, developed in a previous programme of extensive research on carers' experiences, which included research in Scotland 20 .
The specific aims of the study were to:
I explore the impact (both positive and negative) that telecare has on carers in diverse circumstances I identify the benefits and challenges associated with telecare for carers, and their perceptions relating to the impact of telecare on those they care for I highlight the potential role of telecare developments in addressing challenges for carers which are posed by population ageing/improved survival rates among sick/disabled people I develop a template for use by local partnerships, intended to assist them in implementing telecare services 21 .
Study methods
To explore the impact and potential benefits of telecare for carers in Scotland, the following methods were used:
I Interviews and focus groups with carers Information was collected directly from carers with personal experience of using telecare in their own caring situation.
Telephone interviews were conducted with 30 carers, and focused on their individual caring situations and the impact that the introduction of telecare equipment had on their own lives. Three focus group discussions with carers provided an additional opportunity to explore the wider impacts and potential benefits of telecare for carers living in three different local partnership areas, and to establish some common themes emerging from carers' experiences.
I Stakeholder perspectives A series of informal interviews was conducted with a range of people whose professional roles gave them particular insights.
Telecare Leads in a sample of local partnerships, staff involved in developing local strategies for the implementation of telecare, and a small number of representatives of telecare manufacturers provided additional information about policy and implementation issues in developing and delivering telecare in Scotland.
I Observation Observations were also important in clarifying specific aspects of how telecare services are delivered. The observational work was undertaken in co-operation with telecare installation teams, call handling response centres, and local partnership Telecare Leads.
I Review of literature and documentation
This drew upon existing sources, including academic publications, policy evaluation reports and expert presentations. It provided the wider context for our analysis of the potential benefits of telecare for carers, and an insight into current telecare initiatives and applications in Scotland. Sources consulted are listed at the end of this report.
innovation efficiency investment
Investing in telecare in Scotland
Aims of the national investment in telecare
As already noted, since 2006 the Scottish Government has invested a significant amount of money in developing a telecare agenda, providing resources for this to all 32 local partnerships in Scotland. The initial £8 million investment provided in 2006-8 through the TDP laid the foundations for many new telecare projects and investments. Many local partnerships continue to build on this investment, aiming to accelerate the adoption of telecare into mainstream care service provision, using the resources available 22 
BOX 1:
I enhancing innovation and telehealth/ care convergence I improving assessment processes for people who may benefit from telecare I training staff using telecare I increasing the awareness of telecare among carers and service users
Local partnership take-up and expenditure on telecare
In response to the Scottish Government's announcement of TDP funding, each of the Scottish local partnerships submitted a bid for funding for its own telecare project(s), based on a strategic plan in which proposed outcomes, key deliverables and the efficiency savings expected to result from TDP funding were identified 23 . In allocating the available funds (using the Grant Aided Expenditure formula) to each partnership (Table 2) , the Joint Improvement Team aimed to support each local partnership to develop its own tailored telecare scheme, with scope for innovative approaches responsive to the needs of local communities. Some details of how different local partnerships allocated their TDP resources are given in Boxes 1, 2 and 3 24 .
Moray Council
Telecare Development Programme funding allocated by the Joint Improvement Team (£121,280) has been spent on:
I Full-time project officer I Training (including the development of a tele-learning module)
I Purchase and installation of equipment for 110 service users (at March 2008)
The funding will also enable Moray Council to develop its existing services:
I Enhancing the current Community Alarm System (additional sensors based on needs, including falls and occupancy sensors, and smoke, temperature, flood and gas sensors).
I Lifestyle monitoring of newly discharged patients by NHS staff.
I Further development of telehealth services for service users in more remote areas. 
BOX 2:
Implementing telecare in Scotland: professionals' perspectives
The interviews conducted with professionals enabled us to question representatives of telecare strategy organisations, telecare managers in local partnerships, representatives of telecare suppliers and manufacturers, NHS representatives with telecare responsibilities, and voluntary sector research leads about how they felt introducing telecare into health and social care provision in Scotland was affecting carers. A selection of local partnership telecare strategies, policy papers and local evaluations were also reviewed to provide more detailed understanding of implementation arrangements and issues.
FLOOD DETECTOR
Local partnership bids and approaches to telecare
Our analysis of documents relating to telecare schemes, projects and proposals in Scotland revealed some differences in local partnerships' approaches to developing telecare services. (See Boxes 1, 2 and 3 for examples.) Prior to receiving the TDP funding, some local partnerships had already established telecare services and these had been able to make considerable progress in delivering telecare to a wider range of recipients. By contrast others, using the TDP investment to put their initial telecare strategies in place, had suffered delays and (in a few cases) had struggled to implement a telecare service. Some of those interviewed highlighted this uneven progress in implementing telecare across the Scottish partnerships and the considerable variation in the numbers of referrals and installations achieved. For some interviewees, this situation was attributable, in part, to differences in highlevel management support for telecare.
Where the support of a very senior manager was absent, they felt, the progress of the local telecare agenda had been impeded 27 . By contrast, in those local partnerships where a strong high-level commitment to telecare was evident, impressive service improvements had been recorded. West Lothian's high-level commitment to telecare over a number of years was cited by several interviewees; this local partnership had already installed 'smart technology' in over 2000 homes before 2006 28 . It was therefore able to use the TDP funds to build on this, further developing a fully mainstreamed service 29 .
Several local partnerships have published annual reports on their TDP activity or have undertaken evaluations of it (usually available online) which have included monitoring the uptake of telecare in the area, collecting details of how telecare services are accessed and suggesting situations where telecare might be useful 30 . These publications are designed to help carers and others seeking local information about telecare, and usually reflect a high-level commitment to mainstreaming telecare across a local partnership's service provision.
Carer engagement
The academic literature on telecare developments and implementation has often highlighted the importance of consultation with service users and other relevant parties. For example, based on interviews with 38 key informants with an interest in telecare -policymakers, clinicians, technologists, health service managers, researchers and patient advocates -Finch et al 31 argued that priorities in this field are often 'assumed' rather than based on empirical evidence derived from service users, carers and professionals. Other writers have emphasised that if telecare services are to be developed to meet the needs of service users, policymakers need to consult all stakeholders (including carers and healthcare professionals), paying close attention to individual choice, surveillance, risk-taking and quality of service 32 .
In deploying the TDP resources made available to them, all local partnerships in Scotland set out new plans for a better integrated local telecare service. While raising awareness amongst professionals and service users often featured in their objectives, there is limited evidence in available documents of attention to carers' experiences and perspectives. Most information about local partnerships' telecare strategies and funding allocations lacks specific reference to any monitoring of carers' perspectives or of any outcomes for carers.
FALL DETECTOR
In interviews for this study, however, some representatives from local partnerships indicated that they intended to consult carers in the future, recognised the importance of raising awareness among carers, and wanted to secure carers' input to the development of future plans to mainstream telecare 33 . Their stated intentions include inviting selected carers to attend local partnership telecare steering meetings and asking carers to contribute to decisionmaking processes. One local partnership had collected feedback from carers about the telecare service they had in place, although their responses had been used only for internal purposes.
Managing telecare
Our stakeholder interviews and review of available literature and documents highlighted funding, planning and 'cultural change' as key issues in the management of telecare policy. Most interviewees commented on funding arrangements, noting a lack of certainty about future funding plans (and that the TDP funding is due to end in 2010). The expectation that telecare will be mainstreamed, as an integral part of maintaining people in their own home, has always been implicit in the Joint Improvement Team's funding commitments. Some interviewees nevertheless felt uncertain about how current telecare services would be resourced beyond 2010. They felt this situation was hindering local partnerships' ability to develop, plan and implement future telecare provision and projects. Some felt this was contributing to more general difficulties in the forward planning of health and social care budgets. Others noted local difficulties in allocating staff to key roles in developing and implementing local telecare strategy, a point also emphasised in other studies 34 .
The challenges of implementing the 'cultural change' required to mainstream telecare, and some continuing divergence between health and social care priorities, were also cited as obstacles to developing future telecare provision. Some interviewees felt there was still some 'resistance' (within and between health and social care systems) to the development of integrated models of services for carers and service users. They felt this was inhibiting effective partnerships and could compromise the delivery of telecare services. Key points emerging from these stakeholder discussions included:
I a perceived lack of knowledge and awareness about telecare amongst health professionals, particularly GPs (seen as contributing to a lack of referrals for telecare services)
I resistance to telecare among some paid care workers (who were thought to fear telecare might reduce demand for their work, potentially threatening their jobs)
I a view that a lack of training and information about the purpose and use of telecare was holding back developments.
Delivering telecare
By contrast, other stakeholders involved in the delivery of telecare services were happy with current progress and with the systems in place locally to deliver telecare. In these funding managing diversity cases, local partnerships had set their own policies for distributing telecare equipment and identifying specific priority groups (based, for example, on need, age or condition). While some felt this may have created inequities in service provision, they nevertheless saw this approach as useful in enabling local partnerships to develop targeted and innovative schemes designed to meet local needs and to establish good practice in local delivery arrangements. Comments such as these make the positive difference telecare can bring to a caring situation, in both the short and the longer term, readily evident. The carers in this study were extremely keen to emphasise that they valued, and in some cases relied on, telecare in their personal caring situation. In the next section we explore their perspectives and experiences.
circumstances experiences benefits 4 Carers' experiences of telecare
As we have emphasised, the perspectives of carers using telecare technology in their caring situation are the main focus of this exploratory study. The themes and issues discussed below emerged from our analysis of both the telephone interviews and the focus group discussions which were carried out with carers. The data collected in this section was collected between April and August 2009.
Characteristics of carers in the study
Carers were approached to take part in the study in a variety of ways: through Telecare Leads in Scottish local partnerships, via Carers Scotland, by approaching selected carers' centres, and through contacts with a number of social work departments. While this proved to be a time consuming aspect of the study (see Appendix A), it nevertheless yielded a sample of 30 interviews as well as 13 focus group participants. The approach produced a sample which included carers in a good range of caring circumstances, although it was not designed to be representative of all carers in Scotland receiving a telecare service.
The 43 carers in the study lived in different local partnership areas in Scotland, representing a mixture of geographical locations (Table 3) . Some lived in rural areas (e.g. Argyle and Bute) while others lived in urban areas and cities (e.g. Aberdeen, West Lothian). Most carers were women (n=38), and over half (n=23) were caring for a parent or parent-in-law (Table 4) . However, some were carers of their spouse or partner or of a daughter. Just over half of the carers lived in the same household as the person they cared for (n=23).
Almost half of the carers in the study were currently in paid employment (n=18); of these, over half worked full-time hours alongside their caring responsibilities (n=10). As we saw above, combining care and paid employment is a common experience among carers in Scotland, and the study's evidence about this group is particularly noteworthy as many studies of carers draw primarily on those in full-time caring roles. Most of the carers who were not in paid employment identified themselves as full time carers (n=21). On average, the carers had been caring for the person they supported for 9.5 years (ranging across our sample from 6 months to 37 years) 36 .
Our sample thus over-represents female carers (who as shown above constitute 59 per cent of Scotland's working age carers), but otherwise offers a reasonable spread of caring situations in relation to employment status and the relationship to the person cared for.
Many carers in the sample had in place a rather limited range of telecare equipment. On average, they were caring for someone using two items of telecare equipment (ranging from one piece of equipment in 19 cases to eight pieces in one case). The most common telecare item in use was the personal pendant (n=28), but a large minority had other items in place, such as property exit sensors (n=13) and bed occupancy sensors (n=9). Other types of equipment included flood detectors, CO2 detectors, activity monitors and epilepsy sensors. As we show later, carers in the study did not feel they were especially well informed about additional telecare equipment, or other options which might be appropriate for them. However in some cases, personal choice (their own or that of the person they cared for) may have played a part in this.
The length of time the telecare equipment had been installed varied from 1 month to 10 years, with the average period of telecare use being 2.5 years. Most carers who had used equipment for longer than the average were referring to community alarm systems (with personal pendant). This equipment has been established in all parts of Scotland for a number of years, and is offered almost universally in Scotland as part of mainstream social and community care.
Practical issues for carers
Information and access to telecare
All carers in the study had had some involvement in the decision to have telecare installed. Most referrals to telecare services had come from local social services and social workers (n=17) or from health professionals (usually occupational therapists [n=8] or community nurses [n=5]). A few carers had previous links with social services (as employees n=2) and knew about telecare, or had found out about telecare through their own research (n=3). However, most carers had not been aware of telecare before being introduced to the concept by a professional. Very few carers mentioned referrals directly through GPs (n=2) or as a result of a stay in hospital (n=2). This is consistent with some of the professionals' views that more could be done to increase awareness of telecare amongst health care professionals. One carer had initially received advice about telecare from a local carers' centre. 
Satisfaction with telecare
Carers had a high opinion of the telecare equipment that had been installed, and few reported major problems; when they did have difficulties these problems had been easily rectifiable (battery bleeping or wrong initial settings). Most carers were satisfied with the type and amount of equipment they had in place; none claimed they required more support from telecare services or that any equipment they needed was unavailable to them. What did emerge, however, was a general lack of awareness amongst carers about whether other types of telecare equipment were available and how any additional equipment might benefit their caring situation. When asked about this, some carers indicated that they lacked information about new telecare services or recent developments in telecare. They were unsure about what was available, and some of those with more complex systems noted that other carers might not be receiving the same telecare support as they were.
Carers in the study welcomed the introduction of telecare into their caring situation, often describing the relief which accompanied a referral to telecare services and the installation of the equipment. One carer said:
It was required by that time, it took a weight off my mind.
Another claimed:
We were at the point where we needed more home care. I was totally stressed out. But once we got telecare it made a massive difference, it relieved a lot of pressure.
Installation of telecare
None of the carers had experienced any adverse disruption during the installation of the equipment, and the majority had been present when the equipment was installed. These carers all felt the equipment had been adequately explained to them by the installation professional. This stage was regarded as reassuring to the carers, who felt this was particularly important when the person they cared for had a condition such as dementia, which often meant they could not themselves fully understand (or remember) how to use the equipment.
Cost of telecare
Carers reported paying different fees and charges to cover (or contribute to) the cost of telecare. However, none of the carers in the study reported having to pay costs to install telecare. Although charges for homebased health and social care services in Scotland are regulated by COSLA 37 guidance, the charges applicable to telecare services are largely discretionary and different interpretations of the guidance by local partnerships have resulted in variable charging arrangements with respect to telecare services 38 . At least 23 of the carers reported that there was a charge payable to the telecare provider for the ongoing running cost of the equipment they used, paid either by themselves or by the person they cared for. However other carers in the sample (including some from the same local partnership) were receiving the same (or similar) services at no charge. The charges for telecare in the study ranged from £1.25 per week to £6.50 per week (for one item and five items of telecare respectively). However, differences in charging were not always associated with the type and amount of equipment installed. Charges seemed to be applied variably in respect of the same type of equipment; for example, the charge for personal pendants ranged from £5 per month to £16 per month. One carer caring for someone with eight different pieces of telecare equipment was receiving this whole service free of charge. A few carers had initially received telecare as part of a local initiative or a pilot scheme (n=2) but had found that costs were introduced at a later stage. Charges payable for telecare were typically paid either from benefits or direct payments received by the person cared for (n=5), or by the carer themselves, from personal funds (n=14).
Most carers considered the charge made for telecare to be fair and reasonable for the service they received, although many were surprised that some had to pay but others did not. They felt the service was proportionate to the price they paid, and felt it was worth it for 'peace of mind'. peace of mind confidence reliability
Concerns about telecare
Notwithstanding the issues with costs, carers were (as mentioned before) generally very satisfied with the telecare equipment they were using. The majority were sure telecare had made an entirely positive contribution to their caring situation. A small number indicated that they had initially felt concerned that the equipment might be intrusive, but said their fears had been dispelled once they began using it.
Where concerns about telecare were expressed, they mainly related to the condition of the person cared for, and that person's ability to use the equipment. One carer claimed:
I was concerned about my husband who has dementia and whether he would trigger it when it was not needed.
Even in these cases, however, carers tended to add that they felt the benefits of telecare in their situation outweighed any concerns. One carer emphasised that telecare had been of benefit not only to herself and to her mother for whom she cared, but also to others affected by her mother's care needs: 
Impact of telecare on carers' lives
Impact on carers' health and wellbeing
Given the positive experience of telecare reported in the study, it was important for the researchers to investigate how having telecare in place was affecting carers' everyday lives, health and wellbeing. The growing evidence base about carers' circumstances has confirmed a strong relationship, especially for carers of working age, between caring intensively and/or over a long time and poor health 39 . Carers' health often suffers when caring roles are demanding or sustained for long periods, through the physical, emotional and mental demands which caring can involve, especially in the absence of other support. The beneficial impact of telecare most often cited was that it offered the carer 'peace of mind' about the wellbeing and safety of the person they cared for. This reassurance enabled one carer to feel better able to care:
It (telecare) gives you peace of mind, and feeling fine, mentally, is a great help when you're caring.
Other carers had felt more confident about the person they cared for since having telecare in place:
I'm less worried about him falling.
Carers' confidence in the reliability and effective delivery of telecare services was high. Most carers said they felt sure that they, another named contact, or the emergency services would be alerted promptly if necessary. The only carers who did not seem certain about the reliability of the response service were those with no experience of needing to use the response alert -although even in this group, no-one appeared overly concerned about whether it would work as it should.
The perception that telecare support was dependable and reliable contributed to the overall benefits for carers. It left all carers in the study feeling reassured about the safety of the person they cared for, and consequently less worried when they were not with them. Many carers reported feeling 'less stressed', 'less anxious' and 'less tired', citing these as the main differences telecare had made to their health and wellbeing. Although generally carers did not report feeling healthier since the installation of telecare, it seems reasonable to conclude that reduced stress, anxiety and fatigue were probably making a difference to their general health. To carers in the study, the benefits of having the equipment in place also meant they felt better able to deal with the responsibilities involved in caring. A few went further, identifying telecare as a 'life saver' which had come along at just the right time:
...I was on the verge of a breakdown before we got this help.
It is nonetheless worth noting that a few carers who valued telecare nevertheless criticised the time it had taken to receive the help they needed to manage their caring situation: For some, telecare was particularly significant as it made a real contribution to their ability to participate in paid employment and maintain their family's financial stability. The eighteen carers in the study who had both paid work and caring roles said they felt telecare had impacted positively on their
Overall, carers identified many positive impacts of telecare. Since having the equipment installed, almost all felt more confident, better supported and more reassured in their caring role. Most had a high degree of confidence in service delivery and in the reliability of the telecare equipment. This meant that some carers were able to take a break away from caring -even just to go to the shop -whilst feeling confident that they would be alerted in an emergency. This was noted by a few carers:
Telecare has given me more freedom. I don't have to worry so much about leaving to go to the shops.
Another carer noted:
I can sleep easier and work easier knowing that a call-out will happen if something is wrong.
ability to engage in paid employment. Some of these carers emphasised feeling less tired, and reported that they no longer felt they were constantly 'on call' whilst at work. Telecare had enabled a few carers to remain in a job they might otherwise have had to give up, and (in one case) to gain employment. One explained:
...telecare has enabled me to maintain the hours that I work. It is difficult to get care workers who can cope with the level of care that my husband requires.
Another carer explained that having telecare support made it easier to work:
At the time it helped, when I worked, because it stopped me worrying so much when I was there.
There were also impacts on carers' free time and on their ability to take a break from caring. While many emphasised that telecare provided welcome support in their CARBON DIOXIDE DETECTOR Others said they could now engage in activities without constant worry:
We are more active in the evenings or at weekends now; we know we will get contacted in an emergency.
Some carers in the study emphasised that they really welcomed the change telecare had made to their lifestyles and reported that it had given them free time they did not have before. Having telecare in place alleviated some of the stress associated with being away from the person they cared for. These benefits were particularly underscored by carers who lived in a different household from the person they cared for. However, even with telecare support, some co-resident carers in particularly intensive or demanding caring situations did not feel comfortable leaving the person they cared for alone, even for quite short periods of time.
Relationships with telecare service providers
Some evidence in the study suggested that carers' relationships with service providers, including health and social care staff, had also benefited from having telecare installed, although this was not an issue raised unprompted in the individual carer interviews. Many carers simply felt better 'supported' in their caring role by having telecare equipment in place in their caring role. One carer explained: caring situation, and was not a replacement for the care they gave, some benefited from telecare by being able to spend at least some time on their own -even if only within their own home. The benefits of telecare in a personal caring relationship: Andrew
Andrew has been caring for his wife, who has a debilitating progressive condition, for over twenty years. Recently, Andrew and his wife had benefited from the installation of a type of telecare equipment known as 'environmental controls' 41 . As a result, Andrew noted that there had been significant improvements in his relationship with his wife and he explained that this was because the equipment made it possible for her to become more independent.
As a result of the installation of this type of telecare equipment, Andrew's wife had regained control over some aspects of everyday life at home (for example, changing the television channel, and turning the lights on and off). Andrew was pleased that this had helped restore some of her personal autonomy, enabling his wife once again to do things which previously he had needed to do for her.
Andrew strongly believed that even small changes of this type had a significant impact on the wellbeing of them both. He commented that the equipment had the unexpected benefit of reducing dependency and the tensions associated with this, which had enhanced the quality of life for them both and removed some of the small irritations in life which could sometimes lead to stress or conflict.
It makes a difference that you're not on your own and that you can get in touch with someone if you need to.
Most carers reiterated this, and the majority felt that telecare personnel (including installation staff and call handling staff) were supportive, approachable and helpful. One carer described a very positive relationship with call handling staff, who frequently received call alarms from her mother (often up to 20 times a day). She felt their response demonstrated an understanding and approachable attitude. For her, this 'personal touch' contributed a great deal to her positive experience of telecare, and she also felt that her mother, despite frequently calling the response centre unnecessarily as a result of her dementia, was treated with respect and dignity. A few carers also reported direct contact with telecare managers/co-ordinators, indicating that, in some areas, a personalised telecare service was being offered, an aspect particularly appreciated by carers in the study.
Impact on caring
Relationship with person cared for
A few carers specifically noted that the introduction of telecare had had a beneficial impact on their relationship with the person they cared for.
The benefits that Andrew identified for both himself and his wife were echoed in another similar case: The benefit of telecare in reducing some of the day-to-day demands of a caring role was clear. The additional positive impact on the caring relationship was highlighted by many of the carers, who emphasised specific advantages for each person as well as improvements in their everyday interactions and in the emotional aspects of their relationship. This finding, which has not been particularly noted in other studies, is especially important, as it is likely to affect not only individual wellbeing, but also the sustainability of caring relationships in demanding long-term care situations. Even a simple reduction in the number of times they needed to make checks, or to perform common household tasks, was experienced as an improvement in quality of life.
Caring roles and responsibilities
Most carers in the study felt that telecare equipment complemented their caring role, rather than reduced or replaced any caring tasks. Carers regarded the main benefits of telecare as providing added support and relieving some of the worry and stress of caring. A perception that telecare will replace or 'de-humanise' care has nevertheless often been highlighted as a possible concern of carers (and paid workers) 42 .
While this study in no way contradicts the view that telecare cannot replace the personal aspects of caring, it does confirm that telecare can help make demanding caring roles more manageable for some carers 43 As noted here, most of the personal care tasks carers undertake cannot be replaced by telecare (and most would not want them to be). However the unremitting pressure on some carers (sometimes described by carers as a 'burden') can be reduced, because telecare can alert them, or others who need to know, when there is a problem. This impact on carers is a key advantage of telecare and of significant benefit to them.
Reassurance that an appropriate person or agency (as well as the carer), would be contacted in the event of an emergency seemed to have the greatest impact on This 'freedom' to have 'a life of one's own' was not achieved in all cases, and a few carers in this study emphasised that no amount of telecare could replace any aspect of the care they provided. In some cases this was because the person they supported had complex health needs or because they did not feel comfortable leaving the person they cared for alone. These carers still valued the benefits of telecare, but indicated that providing 24/7 care was still necessary or a personal choice they made.
In some of the cases in this study, telecare was not intended to replace any caring tasks or responsibilities, but was put in place to offer safety, reassurance and peace of mind to the person requiring it. Thus fall detectors had been provided to some people because they were worried about the possibility of falling in the future, rather than to avoid entry to residential care or because they had fallen previously. Not surprisingly, few carers drew attention to the preventative aspects of telecare technology, although these are now a wellestablished benefit of installing some types of telecare. As reported elsewhere 44 , falls in older people, which often cause a broken hip or thigh, are a major cause of seriously impaired mobility and admission to longterm care. While delays in attending an older person who has fallen increase these PILL DISPENSER risks, in Scotland West Lothian attributes much of its success in cutting average response times when a person has fallen (to 22 minutes, compared with the Scottish average of 4 hours) to its use of telecare 45 . The benefits of anticipatory or preventative care have been acknowledged by the Scottish Government in recent reports. In Better Health, Better Care the Government announced a direct commitment to identifying new ways of preventing health problems before they develop, and evidently telecare could play a major part in achieving this 46 .
Time spent caring
Most carers in this study did not feel the amount of time they spent caring was reduced significantly by having telecare in place. As already noted, telecare makes most impact by reducing the need for carers to repeatedly check on the person they care for, rather than by replacing caring tasks. However few caring situations are static, and one carer noted that even though telecare was now in place, the progression of her relative's illness meant she was spending more time caring than before. The changes and transitions in most care situations make estimating the impact of telecare on carers' time use particularly problematic, as 'before and after' studies cannot measure this aspect unless the need for care and support is stable and constant. This is rarely the case, as another carer, looking after someone with dementia, noted:
The This carer was grateful for the reassurance she had that, in a real emergency, she would be contacted.
Our study also suggests that telecare may be a valued support for those who are less confident about their caring situation or role. Examples here would include a carer who is reluctant to leave the cared for person with someone else, or who feels others providing occasional support are daunted by the responsibility or tasks which might arise. One mother who had been caring for her daughter for sixteen years felt telecare had enabled her, finally, to delegate some of her caring tasks:
Relatives and other family members can now come and care -and they feel more comfortable doing so with the telecare equipment in place.
In general, however, telecare seemed to have had relatively little impact on the amount of time carers spent caring. It was the benefits of having telecare, such as sleeping better and feeling less stressed, which caused the overwhelming majority of carers to say that telecare had helped them to continue caring.
Use of paid care and services
In the cases considered in this study, having telecare in place had not reduced the amount of support carers received (or needed) from paid home care support and safety wellbeing confidence services. Where home care was already in place, none of the carers we spoke with reported that this service had been reduced or removed as a result of telecare being installed. Carers saw telecare and homecare support as two very different forms of support, with quite different benefits. Homecare often gave carers a break from the physical tasks of caring, whereas telecare offered continuous support through reassurance about the person's safety, health and wellbeing. Carers who had support from home care workers did not report any problems for these workers linked to the telecare equipment. One carer noted that the telecare equipment 'enhanced' the role of homecare workers, as they also felt more reassured about the safety of the person when they were looking after them in their house 47 .
It is important to note that people require different degrees and types of care to support them in their homes because of differences in their individual circumstances and needs. Telecare equipment is highly flexible; it can be used as individual pieces of 'stand alone' equipment or as part of a more complex or tailored combination of support designed to suit the specific needs of the person cared for and of those providing care. For this reason it can be used flexibly alongside paid and unpaid care, and to enhance rather than replace contact with carers.
4.5
Impact of telecare on the person cared for
The perspectives of the person being cared for
A few carers noted that initially the person they cared for had expressed some concerns about telecare. Some carers gave examples where the person they cared for had at first found the idea 'daunting', or recalled that when telecare was first suggested they 'didn't think they needed it' or were concerned that it might not work properly. Like the concerns of carers themselves, these fears and concerns had typically been dispelled once telecare was in place and they started to use it. There was only one example in the study of a person requiring care reporting that they felt they were being 'watched' by the equipment; however this person was also very uncomfortable with people coming into the house to care for them, suggesting this may not have been a specific reaction to telecare. Such feelings were rare, however. Most carers in the study said the person they cared for had welcomed the introduction of telecare and was actively benefiting from using the telecare equipment.
Impact on their safety, health and wellbeing
Carers were able to identify many positive benefits of telecare for those they cared for. As indicated above, telecare also has important preventative benefits which carers themselves may not always appreciate or highlight. In this study, those supporting someone with dementia (or a similar condition) sometimes pointed out that the person they cared for was not fully able to conceptualise the purpose of telecare and as a result could not actively consent to (or oppose) its introduction. This meant it was difficult for these carers to comment on changes in the cared for person's feelings.
Where carers were caring for people with other conditions, the consensus was that the cared for person usually felt safer, more confident and more independent once the telecare had been installed. Some carers believed telecare had enabled the person they cared for to remain in their own home for longer and had reduced the need for residential care. For others, telecare had given those they cared for more dignity and privacy. One carer explained:
My husband hated the feeling that someone always had to keep checking up on him when the home carers were in. Now he has more privacy, and they only have to check on him when the alarm goes off.
In this case, telecare had improved the quality of life for the person cared for. However, for those with conditions like dementia, which tend to progress despite telecare being in place, the benefits of telecare when the condition was very advanced were less obvious to care users. One carer pointed out:
Telecare only works at certain degrees of illness. It can become a hindrance when the condition gets worse; the voices used to confuse her and the equipment was less use.
Regardless of whether the person cared for could understand the purpose of the equipment or acknowledge any advantages of it, it was evident that in most cases telecare had major benefits for their safety. This was particularly evident for people with dementia who were sometimes reported to be leaving the house at night in circumstances which exposed them to great risk. The other concerns carers mentioned about the introduction of telecare into situations where they were caring for someone with dementia, were two-fold; either they felt that the person they cared for would not use the personal alarm because they did not know what it was, or they feared they would use it excessively because of this. In reality very few of the carers had actually experienced either of these scenarios.
In sum, carers identified many benefits that telecare provided for themselves and those they cared for. Most carers reiterated that they would find their caring situation much more difficult if telecare were to be removed.
knowledge opportunities solutions 5.
Conclusions and Recommendations
This report on the impact of telecare on carers shows that many carers experienced a positive benefit when telecare was introduced into their caring situation. The key messages to emerge about carers' experiences from this exploratory study are:
Recommendations for policymakers
This exploratory study has identified clear benefits of telecare for health and social care systems, for service users and for carers. Its focus on carers, and their experiences of telecare, highlights specific issues which will need to be addressed if telecare is to fully benefit carers in Scotland.
I Steps need to be taken to raise the general awareness of telecare amongst carers in Scotland, both at a national strategy level and locally.
I More needs to be done to ensure that carers have access to appropriate information to enable ease of access to telecare services.
I Regular information and updates should be provided to carers about new or improved telecare developments or other types of equipment. (This could be delivered through a range of channels including local press, GP surgeries, health and social care facilities, libraries and local and national carers organisations.)
I More needs to be done to raise awareness of telecare and its benefits for carers amongst health and social care staff and employers. GPs, social workers, hospital staff and human resources professionals should be targeted to ensure help gets to carers at the most appropriate time.
I Carer awareness training should be widely available to health and social care staff, including GPs, social workers and nurses.
I For telecare to benefit more carers, and to improve efficiency in the health and social care system, new ways of identifying carers whose situation would benefit from telecare need to be developed.
I Telecare needs to become an integral part of community care and carer assessments. Consideration of telecare as an option should be integrated into assessment protocols, including Single Shared Assessment protocols.
I Review and reassessment of individual telecare services should be provided to carers and those they support on demand. Periodic reviews, at regular intervals, should be used to ensure that telecare equipment remains appropriate and that service users benefit from enhancements and upgrades as soon as possible.
I Carers' organisations and other voluntary agencies should be supported to promote telecare to carers.
I Charging arrangements for telecare should be more transparent and equitable. Increasing the costs of telecare could disadvantage some carers who cannot afford it, although it is evident from this study that some carers willingly pay current charges, which they consider reasonable.
investment equity mainstreamed
Conclusion
As the risks to the wellbeing of older, sick and disabled people and their carers in the future become better understood and more widely acknowledged, the scale, importance and urgency of the potential crisis facing health and social care systems is becoming very clear. As noted elsewhere, in addition to the pressures on carers, there are also significant risks to employers, businesses and the economy and to the general wellbeing of families and communities up and down the country to take into account 48 . Practical issues in delivering care and support to much larger populations of sick, disabled and older people (almost all of whom will wish to remain in their own homes, with suitable support), require practical solutions.
The opportunity telecare offers can be a critical element in these. We know that, by harnessing science and technology to address the challenges of care in the 21st century, telecare can help reduce avoidable costs and reduce the incidence of common hazards -falls, accidents, the risks associated with diabetes, heart disease, hypertension, dementia and many other conditions. We know too that at present, most of the care of sick, older and disabled people in Scotland is provided by their unpaid carers -their families, friends and neighbours -who often pay a heavy price for the care they give. For carers, caring often means reduced income, strain on their own health and exclusion from the activities of everyday life which others take for granted. While most agree this situation is not acceptable in today's society, until recently solutions to address some of the problems carers face have seemed out of reach.
The potential benefits of telecare for carers probably go well beyond those identified in this exploratory study of carers in Scotland, many of whom were not yet able to access the full range of available equipment or the latest technology. Yet even with this limited technical support, some carers had found telecare life-changing, and most acknowledged that it was life-enhancing for them. Telecare can be installed in virtually all homes with minimal disruption and unobtrusive equipment. It is inexpensive compared to most other solutions in the health and social care field, and through past strategic decisions, Scotland is now well placed to reap the benefits of its investments. This will mean fully embedding telecare into wider systems of care and support, and ensuring that as telecare moves into the mainstream, fairness, responsiveness and timeliness are guaranteed in the new systems being put in place. Listening to carers' voices, and engaging carers in shaping the way this support is designed and delivered will be a key mechanism in ensuring that Scotland's sick, disabled and older people and their carers get the support they need to participate fully in all aspects of Scottish society, protected from avoidable risks and free from unnecessary worry and stress.
1 Due to data protection issues names and contact details of carers were unavailable directly. 
